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How do I know when I need ventilation??

On average, when do people with DMD require ventilation support?t?

How does ventilation support progress? ? 

What is a Respiratory (Ventilation) Clinic?  ?  

Starting Ventilation SSSSSSSSSSSSSSSSSStttttttttttttttttttaaaaaaaaaaaaaaaaaaaaarrrrrrrrrrrrrrrrrrrrtttttttttttttttttttiiiiiiiiiiiiiiiiiiiinnnnnnnnnnnnnnnnnnnnggggggggggggggggggg VVVVVVVVVVVVVVVVVeeeeeeeeeeeeeeeeeeennnnnnnnnnnnnnnnnnnntttttttttttttttttttiiiiiiiiiiiiiiiiiiilllllllllllllllllaaaaaaaaaaaaaaaaaaaatttttttttttttttttttiiiiiiiiiiiiiiiiiiiiooooooooooooooooooonnnnnnnnnnnnnnnnnnn
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Where a person living with DMD needs ventilation, what are Where a person living with DMD needs ventila
the different types of ventilation regimes?  

 

 

• 

• 
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Ventilation Options  VVVVVVVVVVVVVVVVVeeeeeeeeeeeeeeeeeeennnnnnnnnnnnnnnnnnnntttttttttttttttttttiiiiiiiiiiiiiiiiiiiillllllllllllllllaaaaaaaaaaaaaaaaaaaaatttttttttttttttttttiiiiiiiiiiiiiiiiiiiooooooooooooooooooonnnnnnnnnnnnnnnnnnnnn OOOOOOOOOOOOOOOOOOOppppppppppppppppppptttttttttttttttttttiiiiiiiiiiiiiiiiiiiiooooooooooooooooooonnnnnnnnnnnnnnnnnnnnsssssssssssssssssss
 

  

Comparison table showing the main differences between  
Invasive and Non-Invasive Ventilation  

Factor NIV Tracheostomy 

Risk when 
starting 

ventilation 

No surgery is required to start non-
invasive ventilation.  There is a risk 
of pressure sores if the initial fit of 
the mask is not right.   

All surgery carries a level of risk. An 
experienced surgical team can mitigate 
it but there will always be some risk of 
complications and (rarely) death. 

Appearance 

A SIP interface is less noticeable 
and sits in front of the mouth. A full 
facemask is highly visible and 
partially hides the face. 

Some tracheostomy tubes can be 
hidden; others are highly visible 

Coughing 

DMD’er will be able to cough 
unaided or use manually or 
mechanically assisted coughing.  
Assisted coughing is more tiring 
than suctioning and may make 
colds and chest infections harder to 
deal with. 

DMD’er will require coughing 
assistance and a suction machine to 
remove secretions from airways 

Infection 
No increased risk of infection if 
interface properly cleaned and 
maintained 

There is an increased risk of infection 

Speaking ability 

Not much interference – depending 
on type of interface used.  A full-
face mask can muffle the voice and 
interfere with speech, while nasal 
pillows or SIP vents don’t affect 
speech. 

Ability to speak is altered but there are 
adaptations and adjustments that can 
help.  

Swallowing Doesn’t interfere, aspiration may be 
more likely  

May interfere, aspiration may be 
reduced slightly  
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What types of non-invasive ventilation are used?  ?  

What type of machine is used in non-invasive ventilation?  ?  

Is CPAP used in ventilation (Continuous Positive Airway Pressure)?  ?  

Non-Invasive Ventilation NNNNNNNNNNNNNNNNNNooooooooooooooooooonnnnnnnnnnnnnnnnnnnn--------------IIIIIIIIIIIIIIIIInnnnnnnnnnnnnnnnnnnnnvvvvvvvvvvvvvvvvaaaaaaaaaaaaaaaaaaaasssssssssssssssssssiiiiiiiiiiiiiiiiiiivvvvvvvvvvvvvvvveeeeeeeeeeeeeeeeeee VVVVVVVVVVVVVVVVVeeeeeeeeeeeeeeeeeeennnnnnnnnnnnnnnnnnnnttttttttttttttttiiiiiiiiiiiiiiiiiiiillllllllllllllaaaaaaaaaaaaaaaaaaaattttttttttttttttttiiiiiiiiiiiiiiiiiiiooooooooooooooooooonnnnnnnnnnnnnnnnnnnn
 

• 

• 

 

 

• 

• 
• 
• 
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How is a tracheostomy performed?  ?  

How do I maintain my tracheostomy?  ? 

Do I need specially trained nurses to deal with my tracheostomy?  ?  

When should Invasive (tracheostomy) Ventilation be considered?  ?  

Invasive Ventilation IIIIIIIIIIIIIInnnnnnnnnnnnnnnnnnnnvvvvvvvvvvvvvvvvaaaaaaaaaaaaaaaaaaaasssssssssssssssssssiiiiiiiiiiiiiiiiiiivvvvvvvvvvvvvvvveeeeeeeeeeeeeeeeeee VVVVVVVVVVVVVVVVVeeeeeeeeeeeeeeeeeeennnnnnnnnnnnnnnnnnnnntttttttttttttttttttiiiiiiiiiiiiiiiiiiillllllllllllllaaaaaaaaaaaaaaaaaaaaattttttttttttttttttiiiiiiiiiiiiiiiiiiiooooooooooooooooooonnnnnnnnnnnnnnnnnnnn

• 
• 

• 

• 
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What help can I get with coughing?  ?  

What is a Cough Assist Machine?  ?  

What is a Suction Machine?  ?  
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Other Equipment  OOOOOOOOOOOOOOOOOOOOOOOOOOOOttttttttttttttttttttttttthhhhhhhhhhhhhhhhhhhhhhhhhheeeeeeeeeeeeeeeeeeeeeeeeeeeeeerrrrrrrrrrrrrrrrrrrrrrrrrr EEEEEEEEEEEEEEEEEEEEEEEEqqqqqqqqqqqqqqqqqqqqqqqqqqqqqquuuuuuuuuuuuuuuuuuuuuuuuuuuuuiiiiiiiiiiiiiiiiiiiiiiippppppppppppppppppppppppppppmmmmmmmmmmmmmmmmmmmmmmmmmmmmmeeeeeeeeeeeeeeeeeeeeeeeeeeeeeennnnnnnnnnnnnnnnnnnnnnnnnnnttttttttttttttttttttttttttt

Apart from equipment already mentioned, what else will I need?  ?  

What do I use a Nebuliser for?  ?  

How do I get the equipment I need?  ?  

 
 
 
    
 

 
 

• 

• 

• 
• 

• 

• 
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The Effects of Ventilation TTTTTTTTTTTTTTTTTTThhhhhhhhhhhhhhhhhhheeeeeeeeeeeeeeeeeee EEEEEEEEEEEEEEEEEEEEffffffffffffffffffffffffffffffffffffffeeeeeeeeeeeeeeeeeeeccccccccccccccccccctttttttttttttttttttsssssssssssssssssss oooooooooooooooooooffffffffffffffffffff VVVVVVVVVVVVVVVVeeeeeeeeeeeeeeeeeeennnnnnnnnnnnnnnnnnnntttttttttttttttttttiiiiiiiiiiiiiiiiiiiillllllllllllllllaaaaaaaaaaaaaaaaaaaaatttttttttttttttttttiiiiiiiiiiiiiiiiiiiooooooooooooooooooonnnnnnnnnnnnnnnnnnnnn

How will I feel when I start to need ventilation?  ?  

Can I go out/travel with ventilation?  ?  

Will my sleep be affected by using ventilation?  ?  

 

• 

• 

• 
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How do I eat when using ventilation?  ?  

Will my wheelchair need to be adapted for ventilation? y

Are there other ventilator users I can contact?  ?  

 

 
 
 

 

 

 

14 



Keeping Healthy  KKKKKKKKKKKKKKKKKKKKKeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeepppppppppppppppppppiiiiiiiiiiiiiiiiiiiinnnnnnnnnnnnnnnnnnnnnggggggggggggggggggg HHHHHHHHHHHHHHHHHeeeeeeeeeeeeeeeeeeeaaaaaaaaaaaaaaaaaaaaallllllllllllllltttttttttttttttttthhhhhhhhhhhhhhhhhhhyyyyyyyyyyyyyyyy

What else can I do to take charge of my health?  ?  

Is there a link between ventilation and cardiac function?  ?  

Is there a link between what I eat and ventilation?  ?  

 

.

• 
• 
• 
• 
• 
• 
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  What is a PEG?  ?  

How can I keep myself healthy whilst living with DMD?  ?  

 

 

 

 

• 
• 

• 

• 

• 
• 
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What should I do in an emergency?  ?  

 
 
 
 
 
  

• 
• 
• 
• 
• 
• 

• 
• 

• 

• 
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Planning Ahead PPPPPPPPPPPPPPPPPPPllllllllllllllllaaaaaaaaaaaaaaaaaaaannnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnnniiiiiiiiiiiiiiiiiiiinnnnnnnnnnnnnnnnnnnnggggggggggggggggggg AAAAAAAAAAAAAAAAAAhhhhhhhhhhhhhhhhhhheeeeeeeeeeeeeeeeeeeaaaaaaaaaaaaaaaaaaaaddddddddddddddddddd

What do I need to think about for the future?  ?  

• 

• 

• 

• 
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